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Abstract

Background: Emerging evidence shows an impact of the COVID-19 pandemic on people living with dementia and
informal carers, without any evidence-based global comparison to date. The aim of this international study was to
explore and compare the perceived impact of COVID-19 and associated public health restrictions on the lives of peo-
ple living with dementia and informal carers and access to dementia care across five countries.

Methods: Informal carers and people living with dementia who were residing in the community in the UK, Australia,
Italy, India, and Poland were interviewed remotely between April and December 2020. Participants were asked about
their experiences of the pandemic and how restrictions have impacted on their lives and care. Transcripts were ana-
lysed by researchers in each country using inductive thematic analysis.

Results: Fifteen people living with dementia and 111 informal carers participated across the five countries. Four
themes emerged: (1) Limited access and support; (2) Technology and issues accessing remote support; (3) Emotional
impact; and (4) Decline of cognitive and physical health reported by carers. Whilst variations were noted, the pan-
demic has indirectly affected people with dementia and carers across all five countries. The pandemic removed access
to social support services and thus increased carer burden. Remote services were not always provided and were very
limited in benefit and usability for those with dementia. As a result, carers appeared to notice reduced cognitive and
physical health in people with dementia. Particular differences were noted between India and Poland vs. the UK,

ltaly, and Australia, with less impact on care provision in the former due to limited uptake of support services pre-
pandemic based on cultural settings.

Conclusions: The pandemic has amplified dementia as a global public health problem, and people affected by the
condition need support to better access vital support services to live well.
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Strengths and limitations of this study

+ This is the first study to compare the perceived
impact of the pandemic on people with dementia and

unpaid carers in five countries and provides a global
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+ Data were collected in the first 9months since major
pandemic restrictions were imposed worldwide.

+ The interview topic guide was co-produced with a
person with dementia and unpaid carers, and was
adapted to the different cultural contexts as part of
this international study.

+ We only collected data from one low- and middle-
income country, India, and thus data lack representa-
tiveness of the effects of the restrictions and the pan-
demic in LMICs.

Introduction

Considered a global public health concern, dementia
affects over 50 million people worldwide [1, 2], with this
number consistently rising. Accessing adequate care for
the millions of people living with dementia and their
informal carers (i.e., family members, friends) has been
difficult for many prior to the COVID-19 pandemic [3].
However, the pandemic appears to have created further
difficulties for those affected by the condition.

The majority of people living with dementia are resid-
ing in the community, yet a greater focus from media
during the pandemic has been on older adults with and
without dementia residing in long-term care homes.
Considering the increased susceptibility of older adults
to the virus, care homes and their residents have natu-
rally been affected to a great extent [4]. However, most
people living with dementia also require some form of
care and support when they live in their own home. This
can include support from paid home carers to adminis-
ter medication, help with getting the person dressed, or
preparing a meal, befrienders visiting and chatting with
the person with dementia, to activities and support ser-
vices outside the person’s home. These include day care
centers, respite care, peer support groups, and social
activities such as walking or dancing groups. These social
support services are vital in supporting people with
dementia to live well and independently in the commu-
nity for longer, by providing social engagement as well as
cognitive stimulation and physical activity [5].

Considering the very social nature of these activi-
ties and pandemic-related restrictions including social
distancing and various lockdowns, emerging research
indicates how people living with dementia and infor-
mal carers have been affected by the pandemic and a
lack of access to these once enjoyed support services
[6-9]. A recent longitudinal online survey in the UK has
shown how social support service usage has significantly
declined and only minimally recovered in 2020 [7]. Find-
ings from Germany further highlight how the first lock-
down and the pandemic’s restrictions more broadly have
impacted on social activities as well as health service
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utilisation in older adults with cognitive impairment [10].
While these findings indicate already some detrimen-
tal impacts on the lives of people affected by dementia,
to date there appears to be no comparison across coun-
tries regarding the impact of the pandemic on the lives of
those living with or caring for someone with dementia.
The only cross-country report to date has explored safe
visiting guidelines for care homes during the pandemic
[11], yet people living with dementia in the community
have received less attention.

Social support services and post-diagnostic support
structures are not available or easily accessible in all
countries. Evidence from lower- and middle-income
countries (LMICs) highlights how people living with
dementia are predominantly, if not solely, cared for by
their family or within their community [12, 13], with care
pathways differing greatly across countries [14]. This sug-
gests that the pandemic may affect dementia care to a
lesser degree than in high-income countries where more
services appear to be utilised. However, emerging find-
ings on the impact of COVID-19 on informal carers of
people with dementia in India highlights increased needs
since the pandemic [15], but evidence is very limited to
date, with particularly no comparison between different
cultural settings.

The aim of this international qualitative exploratory
study was to explore and compare the perceived impact
of COVID-19 and associated public health restrictions
on the lives of people living with dementia and infor-
mal carers and access to dementia care across five dif-
ferent countries. Our research question was “How has
the pandemic and associated public health restrictions
impacted on the lives of people living with dementia and
unpaid carers globally?”. While research into the pan-
demic’s impacts is still emerging, to date no study has
explored the impacts on people with dementia and carers
on an international scale, including the varied impacts
between those residing in high- and low- and middle-
income countries (LMICs). Burns et al. [16] published
an overview of the impact in six European countries,
yet this overview lacked evidence. Research conducted
early in the UK in April 2020 has highlighted the sizeable
impact of the pandemic on dementia care in this Euro-
pean country [6, 17], leading to the comparison with four
other countries in Europe and with India. Considering
that people with dementia are amongst the most vulner-
able in our societies, and are thus more susceptible to
the virus due to their age in most cases and their impair-
ments, it is important to understand the indirect effects
of the virus on their lives. Despite recent international
vaccine rollouts, the rise of new virus variants and uncer-
tainty surrounding the length of protection from vaccina-
tion, as well as the possibility of future pandemics, makes
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it important to capture the experiences of people living
with dementia and carers to provide learning and recom-
mendations for improved support.

Methods

Participants and recruitment

People living with dementia who were residing in the
community and informal carers (family members,
friends) who were or have been caring for someone living
with dementia residing in Australia, India, Italy, Poland,
and the UK were eligible to take part. Participants had to
be aged 18years and over.

Informal carers and people living with dementia were
recruited via third sector and social support organisa-
tions, social media, existing networks such as the Liv-
erpool Dementia & Ageing Research Forum, local daily
care centers, and clinical practices, as well as snowball
sampling. Information about the study was placed in
internal newsletters for interested participants to con-
tact the lead researcher about taking part. Social support
organisations also contacted some members directly via
email, allowing for a sharing of information about the
study and enquiring whether they wanted to participate.

Ethical approval was obtained from the University
of Liverpool Ethics Committee (UK) [Ref: 7626], from
Wroclaw Medical University Ethics Committee (Poland)
[Ref: KB-366/220], from the Ethic Committee of the Uni-
versity of Bologna (Italy) [Ref: 41453], from the Human
Research Ethics Committee at the Griffith University
(Australia) [GU Ref No: 2020/488], and from the IQRAA
International Hospital & Research Centre institutional
ethics committee (India).

Data collection

The interview guide was co-produced with a person liv-
ing with dementia, unpaid carers, clinicians, and social
support service providers in the UK and can be found in
Additional file 1. This was subsequently adapted cultur-
ally and translated into Polish, Italian, and Malayalam for
data collection in other countries.

In the UK, data were collected in April 2020, when a
national lockdown was in place and older and vulner-
able adults were told to shield. Data were collected
between August and October 2020 in Australia, when
most states were slowly easing restrictions. The only
exception was that Australia’s second-most populous
state, Victoria, was in lockdown at that time (2nd wave)
and borders of other states were closed to all peo-
ple from Victoria. In Italy, data collection took place
between November and December 2020, when regions
and autonomous provinces of Italy were classified into
three areas: red, orange, and yellow ones. According to
the Italian Ministry of Health, each area corresponded
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to different epidemiological risk scenarios and levels,
for which specific restrictive measures were taken. In
India, there was a nation-wide lock down during the
period of data collection with complete restriction of
movement across the country as there was no public or
private transport including bus/car/train and flight ser-
vices. Only emergency transport was allowed by issuing
special passes from the district collector. All the super-
markets, vegetable and meat shops, stationary shops
and malls were closed. Only limited shops were avail-
able for shopping from 10am to 7 pm only. Data were
specifically collected in August 2020 in Kerala, India.
In Poland, data collection took place between June and
August 2020, when restrictions after the first COVID-
19 wave were eased, involving partial return to opera-
tion of day care centers (albeit with limited numbers of
attendees, division into shift groups, and temperature
checks).

Participants provided verbal informed consent at
the beginning of the interview. Due to social distanc-
ing restrictions, data were collected by telephone or
via zoom and video chat platforms, and recorded on an
audio recorder. Interviews were subsequently transcribed
verbatim.

Data analysis

In each country, transcripts were given separate ID codes
with the ID coding and anonymising process starting at
IDO1. Transcripts were coded by two researchers experi-
enced in qualitative data analysis. We employed inductive
thematic analysis [18] to generate codes and themes first
individually and then within each country group. High-
lighted codes were discussed amongst country teams
once all transcripts were coded, with repetitive codes
being formed into themes. These were then jointly dis-
cussed at virtual team meetings across each country. UK,
Australian, and Indian transcripts were coded in English,
with Indian transcripts translated. Polish and Italian tran-
scripts were coded in the original language, with specific
quotes after joint analysis translated into English.

Patient and public involvement

Three unpaid carers and one person living with demen-
tia, as well as a number of third sector organisations and
support providers for dementia, were involved in design-
ing the study, helped developed the topic guide, interpret
the findings, and contributed to the dissemination. All
public advisers were active and equal team members and
involved in all team meetings and in all stages of the study
in the UK. One UK informal carer has been involved in
interpreting the international comparison findings.
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Results

Sample description

A total of 126 participants across five countries were
interviewed for this study (50 in the UK; 26 in Poland;
22 in Italy; 12 in Australia; 16 in India). Specifically, 111
unpaid carers and 15 people living with dementia took
part (8 from the UK, 5 from Poland, 2 from Australia).
Carers were mostly female (n=83, 74.8%), adult children
(n=73, 67%), lived separately from their relative with
dementia (n=64, 58.7%), and on average 61 (4/—9.6)
years old [Range 36-91]. People living with dementia
were relatively equally gender represented (men n=3,
53.3%) and on average 69 (+/—9) years old [Range
50-87]. Dementia subtypes amongst people living with

Table 1 Overview of quotes by theme and sub-theme
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dementia and the people carers cared for were mostly
Alzheimer’s disease dementia (n=61, 53.5%), followed
by mixed and vascular dementia (14.9%; 12.3%), as well as
other rarer dementia subtypes including fronto-temporal
dementias and Lewy Body dementia (19.3%).

Qualitative findings

Thematic analysis identified four overarching themes
across the interviews: (1) Limited access and support
(four sub-themes); (2) Technology and issues accessing
remote support (three sub-themes); (3) Emotional impact
(two sub-themes); and (4) Decline of cognitive and physi-
cal health reported by carers (two sub-themes). Table 1
provides an overview of quotes by theme and sub-theme.

THEME 1: Limited access and support
Sudden lack of care

“We felt a bit abandoned because we couldn’t do it anymore [going to the Alzhei-

mer café], it took off that part which stimulated my mum, so we all found ourselves
a bit unprepared, honestly ..

Italy IDO5, Female Carer, daughter

“Well, maybe it's cruel, thanks to COVID and the fact that | worked remotely, for
example, | had more time to take care of my mother directly. The care of our private
carer was more limited”Poland ID03, Female carer, daughter

“Except that | don't get the breaks that | was, | was able to get, you know coz my
services closed down, too, which with everything else. So, it's very hard for me to
get respite now. Because respite means trying to distance myself from my mom
and it means | have to find somewhere to go. So, for quite some time the only place
I could go into table can sit by the river for a couple of hours, but there's nowhere
else | could go. So yeah, it's had a negative impact on me too!

Australia, Female carer, daughter

Different impacts on paid home care staff

,they're booted and suited as they say; they’ve got gowns, masks, aprons and

they're all going through the they can't do social distancing because it's impossible
if they're changing my wife or or dressing her social distancing is not possible or
practice but they do their best, they do their best” UK ID25, Male carer, Spouse
“When the pandemic broke out, the private caregiver simply left, only me remained.
I mean, the neighbors helped us and someone else from the family. But at this
moment everything is on me!

Poland ID18, Male carer, Spouse

“| also had to hire a private caregiver, since before the pandemic she was 4/5 days

a week out of home, and now she is at home all day long, | had difficulties and |
needed an external support...otherwise the burden was too heavy!

Italy ID17, female carer, 62y, daughter

Medical support over social care

,During the coronavirus pandemic access to doctors’ care is extremely reduces as

well as treating patients with anything different from coronavirus”Poland 1D09,
Female carer, Spouse

JAfter the corona outburst we didn't face so many changes and problems. During
lockdown there was difficulty to buy medicines. But we adjusted. Now there are no
more difficulties. We spend most of the time in our house and farmland.”

India IDO1, Male carer, Spouse

“the pandemic brought many difficulties with it ...It was hard to go to the doctor,
even to call him, and every scheduled exam, after months of waiting, has been
cancelled”

Italy ID21, Female carer, daughter

Cultural adaptations to dementia care

We know about different types of services like day care centres, palliative care cen-

tres etc. But we have no such services nearby our home. We didn’t experience any
major changes as we are taking care of mother. There is no external help used!
India ID03, Male carer, Son

JAfter corona outburst, | (son) take care of mother because other two children who
are in abroad can't come and visit mother. It makes mother sad otherwise there is
no big deal”

India IDO7, Male carer, Son
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THEME 2: Technology and issues accessing remote support
Remote digital support a helpline

No replacement of face-to-face support

Difficulties accessing technology

THEME 3: Emotional impact of the pandemic
Upset about restrictions and concern over virus transmission

Carer burden

it was disconcerting to start with because [...] everything just collapsed overnight.
Literally overnight. And | found that a bit depressing, | though well what am | going
to do now. But with with things like Zoom and Skype and of course the good old
telephone, especially Skype and Zoom because it's visual, you can interact with the
people you're seeing them it's not just audible. | found that extremely helpful”

UK ID08, Male person living with dementia

‘Concerning the video-call, it was helpful to break the routine, since a new person
entered the house, even with a call. This was a respite.. My mother was apathetic
before. 2 h a week were not that much, but at least it was something different. My
mother had a different expression, she seemed at peace!

Italy IDO2, female carer, daughter

“Not too much for him, but for me the Dementia Australia meetings went to go
online. But there is a set time, and the bottom line is that - Is something else is hap-
pening? You can't participate in them and secondly, while their online you've got to
make certain that the person that you're caring for if they are not actively engaged,
what do they actually up too? And if something is said by another person, that
could be construed as upsetting, then you got to do with the person becoming
agitated. You know you've got no right to say that or whatever. So, | just found them
not satisfactory at all”

Australia, Female Carer, Spouse

“Nothing can replace contact with other people”

Poland ID16, Female carer, Daughter

“there isn't that kind of human involvement that allows to better involve people,
instead, seen on the phone ... they're very good but it's not that human contact that
brings you to the attention ... and after a while she got tired”

Italy IDO1, Female Carer, daughter

I have 3days a week where | can sleep to be perfectly honest | don't do an awful
lot when he's out there | rest, | rest and | read a book. | look at the television pro-
grammes that I want to look at that | can't look at because he's talking all the way
through them, then | read. I'm not allowed to read when he's here because he just
he won't let me he wants my attention. | devote, not that I'm complaining, but |
devote all my time to him and now he is incontinent as well so I have that to deal
with. I'm not complaining don‘t get me wrong. [..] | take him to to this place where
they're | leave him there and | trust these people, you have to have somewhere
where you can trust them”

UK ID34, Female carer, spouse

,[Tele-consultations are] quite difficult to put into everyday practice, as, firstly, she is
not fluent in it and moreover she does not like remote options’Poland ID08, Male
Carer, son

,We had some issues with technology...about internet connection and getting
familiar with new devices. Switching from physical buttons to the touchscreen was
a big challenge for my parent. It can be easy for us, but it is quite difficult for her to
adapt to it”

Italy ID21, female carer, daughter

JThe father is not the one who sits at home, so he gets irritated when asked to sit
at home during the lockdown. We have difficulty to handle him during lockdown
India ID14, Male carer, son

“As we were closed and not able to meet with others, it just felt like prison. It was
hard to handlePoland ID0O1, Female person with dementia

“Now due to Covid I'm afraid of being infected, so | withdraw into myself, | isolate
because | have to protect my mum as much as possible!

Italy ID12, Female carer, Daughter

“I'm psychologically overwhelmed and | need to breathe some air, | really feel the
need to go out, to walk with my legs at a fast pace, | need to get some air, then
there is also the psychological burden of anxiety because of this virus, as you experi-
ence fear, distress of getting sick ...”

Italy IDO4, Female carer, daughter

LAnd ' was a little bit frustrated, not with the fact that the services weren't there, but
this trying to get her to understand was a bit frustrating. | think... just trying to get
her to understand why the things were cancelled and she was OK, but she didn't
quite get it obviously”

Australia, Female Carer, Daughter
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THEME 4: Deterioration of cognitive and physical health
Faster deterioration of dementia symptoms

Impact on physical health

,S0 because he can't go out and he can't walk that's impacting on his arthritis but
its also impacting on his breathing because he’s not exercising his lungs and also
of course then the impact on his mental health because of his Alzheimer's he's

not getting the stimulation that he needs and so therefor he's becoming more
confused, he's becoming less verbal, he's losing words a lot quicker than he was
and | think when lockdown eventually comes to an end and he can actually go and
access groups he won't be the same man that he was when he first finished those
groups. He'll have deteriorated so much!”

UK ID38, Female carer, daughter

I was quite worried and quite as it turns out, quite rightly so. | could see her retreat-
ing mentally and physically.”

Australia, Female carer, daughter

,Since we have not utilised those service even before corona breakdown closing
these centres has not affected us in a significant way. There are no major changes in
the condition before and after the lockdown! India ID13, female carer, daughter-
in-law

“In my opinion, yes, it affected her because she’s now slower than before, she has
fewer interests and spends a lot of time in front of the television that she used to do
without, and now she watches a lot and, in my opinion, you become very apathetic
in front of TV”

Italy ID18, Female carer, daughter

“| can appreciate the importance of this facility now that she is not there, we have
to take care of Mom interchangeably with our sister, but although we try, there is a
difference. Mom forgets, she doesn't want to go anywhere, she sleeps a lot, as if she
was thinking more slowly’Poland ID01, Female carer, daughter

“Once she stopped going out, | could see her ability to be mobile diminishing

and that will have a severe impact on the quality of life. And probably the same
thing would have with my father once he stopped going to the gym. The wastage
in his legs is a lot shakier and not nearly as mobile as he was. And mentally he's
withdrawn more. | think he's probably a little depressed. Not that he would admit it,
but I'm pretty sure he is”

Australia, Female carer, daughter

,Her independence is more and more limited. Moreover, such situations of reduced
activity, staying home, giving up and sort of communication via watching televi-
sion, accelerates her anxiety”

Poland ID08, Male carer, Son

‘The situation has changed a bit for what concerns my mum’s autonomous move-
ments...she was able to walk alone before, now we are using a rollator as she has
not the same stability anymore...but | don't know if it is lockdown related or just
the natural course of the disease’

Italy, IDO5, female carer, daughter

THEME 1: limited access and support
Sudden lack of care

enters the home, thus increasing the risk of potential
virus transmission. Where carers accessed paid home

The pandemic resulted in a sudden lack of access to social
support services, including peer support groups, day care
centres, and social activities in the community. Infor-
mal carers and people living with dementia felt stranded
without this support, and felt affected by the sudden
withdrawal of the services, due to pandemic-related
restrictions. This had an additional impact on carers, as
services were no longer offering respite from their rela-
tives with dementia whilst in the past they would usually
attend a day care centre or support group, for example.

Varied impacts on paid home care staff

Paid home care staff appeared to be affected differently
in each country. Different to social support services
provided outside of the home, paid home care staff

care, paid home care continued to be delivered, yet
informal carers faced difficult decisions of whether to
continue home care or not, or instead take on the addi-
tional caring duties for fear of increased virus trans-
mission. Specifically, in Poland, Italy, and the UK, both
families and paid carers were afraid of transmitting the
virus to the older person, particularly with staff work-
ing with different service users. In Australia, the major-
ity of services were not cancelled, rather provided in a
modified way. Different service providers implemented
different rules, i.e. paid carers from one company were
not allowed to take someone with dementia for a walk
outside the house. With paid home care little utilised
in India, there was no impact to this service noted
amongst interviewed carers.
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Medical support over social care

Accessing health care services for reasons other than
COVID-19 was found to be an issue for many people
living with dementia and informal carers. This included
getting medication in India, including antipsychotics,
at the beginning of the pandemic. Medication usage in
general emerged most strongly in the Indian context as
a means of support for the person living with dementia,
as opposed to care with daily activities, for example. In
Poland in particular, accessing medical support was con-
sidered a bigger issue than accessing outside social sup-
port services, as care was provided predominately within
the family.

Cultural adaptations to dementia care

Caring for someone with dementia varied across some
countries and cultures. In India specifically, but also to
some extent in Poland, family members were caring for
their relatives with dementia. In India, in the region of
Kerala where participants were recruited from, they were
less likely to access outside social support services. Care
was considered a family duty and therefore care should
not be passed on to services or other people. As a result,
the pandemic seemed to have much reduced impact on
the care of people living with dementia and on informal
carers in India than it did in countries such as Australia,
Italy, and the UK.

THEME 2: technology and issues accessing remote support
Remote digital support a helpline

Not all services provided remote digital support, espe-
cially not at the beginning of the pandemic as expe-
rienced in the UK and Italy for example. Technology
in general was considered a helpline for many though
where it was accessible. Peer support group meetings
for example could be hosted remotely via Zoom or other
platforms and enabled people with dementia and carers,
although mostly the latter, to stay connected with one
another to a certain extent. However, this caused dif-
ficulties for some carers, as no one would be engaging
with the person living with dementia whilst carers were
attending online support services.

No replacement of face-to-face support

Whilst technology was useful in some instances to at
least provide some level of support during the pandemic,
participants highlighted how remote support was no
replacement for face-to-face support. This was particu-
larly the case for social support services such as day care
centres, which in pre-pandemic times also offered the
informal carer temporary respite from caring. Face-to-
face services were therefore considered vital and missed
by participants.
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Difficulties accessing technology

Many carers reported that the person living with demen-
tia would struggle with technology if they had to organ-
ise this themselves, both due to digital illiteracy and due
to physical impairments of for example holding a tablet.
Carers were often required to set up remote meetings for
the person living with dementia, with many people with
the condition also not being favourable of remote tech-
nology. Even when remote meetings were set up by car-
ers, these were sometimes not beneficial as the person
living with dementia failed to understand how to engage
with remote meetings.

THEME 3: emotional impact of the pandemic

Upset about restrictions and concern over virus transmission
The physical restrictions to participants’ lives and the
sudden lack of social engagement with peers, friends, and
family had a significant emotional impact. Some partici-
pants described how they felt imprisoned by having to
stay at home during lockdown. Some people with demen-
tia were described as restless by their relatives, as they
were not used to staying indoors all the time, and were
thus struggling with the imposed lockdown restrictions.
Participants were also worried and upset about the pan-
demic itself, which was heightened by fear of virus trans-
mission and infection.

Carer burden

With services closed down suddenly during the pan-
demic, only very slowly opening up again during periods
of lower infection rates and thus continued poor access,
many informal carers reported feelings of burden and
stress about the additional caring duties. Services were
no longer offering respite for carers, and the need to pick
up extra caring duties caused increased levels of carer
burden.

Many carers were also frustrated and exhausted to
some extent by having to explain to their relative with
dementia repeatedly why restrictions are in place and
why services were closed. People living with dementia
mostly lacked an understanding of the pandemic and its
implications. Repeated explaining could also contribute
to increase levels of carer burden.

THEME 4: decline of cognitive and physical health reported
by carers

Faster deterioration of dementia symptoms

Many carers across Australia, Italy, Poland and the UK
noticed how people with dementia seemed to show
increased cognitive deterioration, which was linked to
the pandemic’s restrictions. This was particularly con-
cerning for some as they were worried about whether
their relative with dementia would have deteriorated too
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much to be able to attend face-to-face services again once
these would resume. The lack of services available dur-
ing the pandemic and thus lack of interaction and social
stimulation appeared to generate a general lack of moti-
vation in people living with dementia. This can contrib-
ute further to faster cognitive deterioration.

In India however, as most if not all of the care was
provided by family members or by paid servants, the
pandemic appeared to have had no impact on the level
of dementia. Carers expressed that not having accessed
social care service prior to the pandemic was linked to
no changes in care receipt during the pandemic, as fam-
ily resided with the person with dementia and could con-
tinue providing care. Thus, carers in India did not express
any concern over their relative’s faster cognitive deterio-
ration, and did not notice any cognitive or behavioural
changes in relation to the pandemic’s restrictions. This
was because care continued being provided by the family
and therefore support services were not implicated.

Impact on physical health

Carers across Australia, Italy, Poland, and the UK equally
noted an impact of lockdown and different types of
restrictions on people living with dementia’s physical
health and mobility. The lack of social engagement in uti-
lising services appeared to lead to poorer physical health
and people struggling to walk. Carers raised the issue of
poorer physical health in line with poorer mental well-
being, highlighting the overall impact that the restric-
tions appeared to have on people with dementia. Again,
as people with dementia in India did not utilise services,
no changes in physical health were noted.

Discussion

This is the first study we know of to show the global
impact of the COVID-19 pandemic on the lives of people
living with dementia and their informal carers. COVID-
19 is not only impacting on the lives of older adults
directly by increased susceptibility and mortality [19], but
represents a global health problem indirectly by restrict-
ing social support. This has negative implications on cog-
nitive and physical health, and emotional well-being, as
shown in our study, with varied and fewer impacts on
people with dementia living in India.

Whilst the pandemic has impacted to a great extent on
people with dementia and carers in all countries, cultural,
as well as economic differences and organisational differ-
ences in care provision meant that some were affected
more than others. Those living in the UK, Australia, Italy,
and Poland seemed to be affected by the sudden closure
of face-to-face support services to the greatest extent.
Indian carers were not affected at all by closures. This
was because care was considered mostly a family and

Page 8 of 11

cultural duty, so that services were rarely utilised. This
is supported by previous research into expectations of
dementia care [20-22]. As a result, informal carers in
India specifically seemed to experience no increase in
levels of carer burden, whereas carers in other countries
were impacted as they took on additional caring duties.
This was despite care services in general, as in any other
country, having been affected in india during the pan-
demic as well (Garg et al., 2020). Carer burden is high
in most informal carers across the globe [23, 24], and
social support services can offer a temporary relief from
the care role. Thus, the sudden restrictions imposed on
socialising and face-to-face contact have been influenced
by COVID-19 restrictions.

It is interesting to note that the familial caring respon-
sibilities are not an LMIC versus high-income country
observation. Instead, it is a cultural observation which
included carers in Poland, albeit Polish carers utilised
more day care centres than Indian carers. Research into
various LMICs suggests that dementia care is mostly, if
not solely, provided by the family [12, 25]. There are a
number of reasons for this, including lack of available
or affordable social support services, lack of diagnoses
of the condition, which is a key to accessing care in the
first place, as well as religious and cultural duties [26].
In Colombia for example, it is a legal duty to take care
of family members, including their older family mem-
bers, to alleviate financial pressure off the government.
The comparisons we can draw from this study between
LMICs and high-income countries are however limited
by the fact that only one LMIC was involved as a repre-
sentative, whilst participants were also recruited only
from one region within India, which has vast variations
within-country itself. Further research needs to explore
the impact of the pandemic on those living with demen-
tia in different countries, including more LMICs, with
findigns from individual country-analyses supporting our
findings [27]. Nonetheless, these first findings indicate
towards variations in the impact of the pandemic relating
to attitudes towards dementia care.

In light of the breakdown of the majority of face-to-
face support services and lockdowns restricting people
to stay in their own homes, connecting digitally with
others, including friends, family, peers, and care pro-
viders, emerged as a means to stay socially connected
in all countries except India. Considering the dementia
population however, with the majority of people living
with dementia aged 65years or over, using technology
is a challenging issue for this age group generally [28].
Findings from this study support this noted problem,
which is further exacerbated in people with demen-
tia due to their cognitive deficits, rendering them less
able to utilise and benefit from digital meetings. This
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supports previous published opinion pieces on how the
pandemic is exacerbating the digital divide [29, 30], as
well as very limited evidence to date [31]. Arighi and
colleagues [31] for example found that younger carers
of people with dementia appeared to enable greater
access to telehealth services provided by a memory
clinic, due to their higher technological skillsets. The
benefit of having an unpaid carer to enable access to
remote services is further supported by our findings,
whilst our study additionally looks at dementia care in
the widest sense, without solely focusing on care pro-
vided by memory clinics. Gosse and colleagues [32]
further highlight the need for virtual care in dementia,
albeit focusing solely on helth care provision, not tak-
ing into consideration the need for virtual social care
during and likely beyond the current pandemic. As part
of this, as also raised by Gosse et al. [32], positive ser-
vice user perspectives are vital. Whilst technology and
access may work, if people living with dementia do not
beneft from virtual care, especially socail care, then
this suggests a need to either provide hybrid models or
face-to-face where possible. Whilst services have likely
adapted better a year after the pandemic outbreak, fur-
ther research needs to explore how people living with
dementia, and older adults in general, are adapting to
facing a remote social world, and the inequalities this
brings with it.

This is particularly important as people with demen-
tia were found to deteriorate faster physically and
cognitively, due to the lack of cognitive and physical
stimulation and not every person with the condition able
to access remote technology, or benefit from it. This sup-
ports early emerging reports on faster dementia progres-
sion [6, 32] as well as the wider negative impacts of the
pandemic on people living with dementia [9]. Whilst
evidence is very limited, and more longitudinal studies
are required, Canevelli and colleagues [33] reported a
worsening of cognitive symptoms and increased depend-
ency in people living with dementia in the community
in the first few months of the pandemic in Italy. Again,
these detrimental impacts were not noted in India, likely
due to the familial care responsibilities. However, other
research from India has shown a more severe impact of
the pandemic on those living with dementia and informal
carers [15], which suggests that there may be regional
differences and service infrastructure variations which
influence these impacts. Considering that India is one
of the most populated countries in the world with 1.366
billion residents, variations are likely between more
rural, peri-urban, and urban regions. Thus, it is likely
that region-specific data collection as part of our study
has not captured faster deterioration in Indian par-
ticipants, whilst clearly evidencing the global impact of
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the pandemic on dementia symptomatology and thus
increased care needs.

Limitations

While this study benefited from a broad representation
of participants across five countries, and the advantage
of including data from different time points of the pan-
demic in five different countries, there were some limita-
tions. As discussed, India is an example of a LMIC, which
means that findings are not generalisable for developing
countries. India was chosen as the LMIC representative
due to known variations in dementia care delivery prior
to the pandemic. However, this study does provide the
first comparison of the impact of the pandemic in vari-
ous countries, which needs to be expanded on in future
research. As each country had different forms and types
of restrictions, people living with dementia and informal
carers faced different circumstances. Pandemic-related
restrictions were in place to different degrees in all five
countries, and data clearly highlights the global impact
that these restrictions have had and are having on those
affected by dementia. Lastly, whilst the study benefits
from a large number of participants, fewer people with
dementia took part than unpaid carers. In addition, peo-
ple with dementia came from three of the five countries —
the UK, Poland, and Australia, so that the experiences of
people with dementia are restricted to those countries, as
opposed to the experiences of unpaid carers about them-
selves and about their relatives with dementia. Future
research needs to provide more in-depth understanding
of the impacts of people with dementia from people liv-
ing with the condition across different countries.

Conclusions

This exploratory study highlights the global burden of
the pandemic on people living with dementia and their
unpaid carers, albeit some differences have been noted in
the extent of these impacts between cultures and coun-
tries. People with dementia and their carers require more
support and social care services need to be enabled better
to care for those affected by dementia during the ongoing
pandemic. The virus continues to affect people due to a
lack of equally distributed vaccinations across the globe
as well as emerging new variants reducing the efficacy of
earlier vaccinations. Thus, whilst further research needs
to explore the impact of the pandemic in other coun-
tries, including more LMICs, this study clearly highlights
how the pandemic has further exacerbated dementia as a
global public health issue.

Abbreviation
LMICs: Low- and middle income countries.
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